
MDS Patient Forum

Motorcycle Museum

Birmingham 
4th February 2017



Welcome to

MDS UK Patient Support Group

Patient and Family Forum
Birmingham



Instructions for the day

 Come and go as you please

 Fire exits/toilets

 Be comfortable!

 Ask questions

 Exchange contact details



Items in your information pack

 Agenda & Evaluation form 

 For GP’s: Factsheet Anaemia… ?MDS? 

 For your MP: Call to Action

 Newsletter/Leaflets for friends/hospitals

 For you: Breathing and Calm Exercises

Pick up more materials & posters on display



Agenda
10.30 Patient Forum Discussion-Quality of Life Session

11.30 Specialist Q&A sessions: 

Stem Cell Transplant OR Fatigue/drug treatment

Naomi Dean & Peter James

+ Dr Richard Murrin, Haematologist, Sandwell

12.15 Research Panel:
Clinical trials set-up, new trials
Cytogenetics, molecular diagnostic methods
Sue Smith

Approx 13.00 – 13.45  * Lunch *

Meeting resumes 13.45



Agenda
13.45 MDS UK activities and regional groups 

Sophie + Janet, Bev, Claudia, Tracey, Sam, 
Blossom, Russell

14.30 Grab a tea/coffee/biscuit – 15min break

14.45 Diagnosis of MDS and Treatment options

Q&A opportunity

Dr Justin Loke, Haematologist, QE, Birmingham

15.45 End of sessions and thank you’s

16.00 Close of day



Patient & Family Discussion 

Quality of Life Session

Peter James

Nurse Specialist, Worcester Hospital



The gap between ones life expectations and life 
experiences



MDS and Quality of Life:
Negative impact on Quality of Life (QoL):

→ diminished physical and mental capabilities

→ fatigue

→ loss of independency

→ relationships with family and others

→ diminished role within the family

→ emotional toll

→ time spend on health related care

→ employment challenges



MDS and Quality of Life:
Positive impact on Quality of Life (QoL):

→ reassessing life’s priorities

→ improved relationships with family and friends

→ adoption of positive health behaviours

→ positive brighter outlook on life in general

→ deeper more meaningful spiritual life

→ feelings of hope when treatments or managements achieve 

positive results

Heptinstall K, 2008 MDS Foundation Inc.



Internet based survey 2008

 Fatigue affects most MDS patients

 Fatigue present despite variety of treatments

 Fatigue did not correlate with Haemoglobin levels



2012 Oliva et al

 Transfusion dependent patients had worse QoL
scores

 Haemoglobin levels and other illnesses were major 
determinants of the QoL

 Clinicians assessment of QoL in general correlated 
with the patients perceived QoL



Rosemary, 75, from Canada

“I have learned to value every day and not to worry about 

the future.   I find an enormous amount of joy in life and 

welcome each day that I can get out of bed and say well, I’m 

still here.   

The small things of life don’t bother me anymore and 

although it might sound odd I can honestly say that right now 

I am happier and enjoying life more than I did before my 

diagnosis as I appreciate life more and value the life and 

friends I have.”



Agenda
11.30 Specialist Q&A sessions: 

Stem Cell Transplant

Naomi Dean, BMT coordinator, QE, Birmingham

Russell Cook, Blossom Bell, Sam Tasker, BMT patients
OR

Fatigue management

Peter James, CNS, 

Worcestershire Acute Hospitals NHS Trust
Dr Richard Murrin, Haematologist, Sandwell Hospital

Janet & Bev, Claudia

12.15 Research Panel



Agenda

12.15 Research Panel:
Clinical trials set-up, new trials
Cytogenetics, molecular diagnostic methods

Susan Smith, Research Nurse, Kings Mill Hospital, 
Sutton in Ashfield, 

MDS UK introduction to new trials - website
Sophie Wintrich, MDS UK

Approx 13.00 – 13.45  * Lunch *

Meeting resumes 13.45



MDS UK - trials page
All clinical trials in UK are listed in easy format:



Clinical trials activities

 Unique webpage – all UK MDS trials

 Advisory capacity – UK

 Co-applicants in 2 trials

 Ethics boards - reviewers

 Wish – impact on trial design

 Tissue Banking

 MDS Trial group meetings – NCRI

 UK MDS Forum



Agenda
13.45 MDS UK activities and regional groups 

Sophie + Janet, Bev, Claudia, Tracey, Sam, 
Blossom, Russell

14.30 Grab a tea/coffee/biscuit – 15min break

14.45 Diagnosis of MDS and Treatment options

Q&A opportunity

Dr Justin Loke, Haematologist, QE, Birmingham

15.45 End of sessions and thank you’s

16.00 Close of day



Presence of MDS UK
▪ Dedicated telephone support line Tel: 020 733 7558

▪ Postal & email contact mds-uk@mds-foundation.org

▪ 4-5 new patient contacts/week

▪ Website  over 50 000 visits to date

▪ Newsletter printed/online, distributed in most haematology depts

▪ Information resources: leaflets, booklets, factsheets

▪ Patient Forum Events national & local meetings

▪ Liaison with MDS clinical teams nationwide

▪ Links to other groups: Leukaemia Care, Bloodwise/LLR, 

Macmillan, Anthony Nolan, Delete Blood Cancer UK

MDS UK Patient Support Group 2017



MDS UK Committee 
Patient members

Ted Peel – Legal advisor (pending)

Russell Cook – Deputy Chairman

Fiona Murray – Secretary

Joanne Anderson – Fundraising

Chris Dugmore – Local coordinator

Rodney Taylor – Chairman

John Taylor – Advisor

Zlatko Sisic – HTA advisor

Kes Grant – Advisor

Craig Jacobs – Advisor 

Claudia Richards – Local coordinator & HTA



MDS UK Committee

Staff, Consultants, Advisors (non patients)

Sophie Wintrich, CEO/Patient Liaison, London

VACANT,  Project Worker,  MDS UK, London

Shola, Volunteer

Phyllis Paterson, Specialist MDS Nurse - Addenbrooke’s Hospital, Cambridge

Geke Ong, Specialist MDS Nurse - King’s College Hospital, London

Janet Hayden, Specialist MDS Nurse - King’s College Hospital, London

Kirsty Crozier, Specialist MDS Nurse, Oxford

Shahnaz Hama, Specialist MDS Nurse, Nottingham

Prof G J Mufti, King’s College Hospital, London

Dr Dominic Culligan, Aberdeen Royal Infirmary, Aberdeen

Chris Charlewood, Accounts Assistant

Jan Buchanan, Fundraising

Open-ecommerce.org – The helping hand

Eduardo G Silva, Mariano Marey, Manuela Rotstein



Patrons of MDS UK

 Prof Ghulam Mufti
Haematologist
Head of Department of Haematology
King’s College Hospital, London

 Lord Tariq Ahmad - House of Lords member

 Looking for further patrons
MP? Celebrity? Journalist? Writers? TV person?



Website

www.mdspatientsupport.org.uk

by open-ecommerce.org

the helping hand

 Content:

 Information material and articles

 Events and campaigns

 Fundraisers

 Links to other relevant websites



Website - Message Forum

 Contact to others

 Exchange of experience and support

 Users all over the UK

 Further source of information on:

 Sub-types of MDS

 Regional contacts

 Pre and post transplant issues

 Travel insurance feedback



Social media

 MDS UK Patient Support Group page

for MDS news and fundraisers
1000+ supporters

 MDS UK Community page 
Closed group for patient to patient communication
200+members

 Twitter pages: @MDS_UK

@HelpforMDS

MDS UK Patient Support Group 

Sept 2015



Lobbying activities
Access to MDS drugs

❖ NICE National Institute for Health and Clinical Care 
Excellence

❖ SMC Scottish Medical Consortium

❖ EMA European Medicines Agency

❖ NHS England

Azacitidine 2010 ✓

Lenalidomide 2014 ✓

Exjade 2017 ✓

NHS Guidelines

Consultations (IFR, 2nd transplant)…???

Patient Support group submissions crucial



 NHS health care reforms = non-existent

 Your local MP
 Do they know you have MDS ?

 MP Info kit on MDS

 Staff shortages

 Budget issues and false economies, iron chelation, EPO, 2nd BMT’s

As MDS Alliance – international work:

 ERN – European Reference Networks – Haematology

 Harmony – big EU data project – promising!

 EHA – Patient Advocacy track

 ASH in USA

Better care actions



Materials and plans

 3 national patient forum events a year

 More regional groups

 More Factsheets First Diagnosed, Bloods, Glossary,

 New MDS booklet

 100 Q&A on MDS

 Newsletter x2

 Nurse support

 Local coordinator support

 World MDS Awareness Day – 25th October



Regional Groups
Established local groups

 London - King’s College Hospital

 Oxford - Gwyn & Claudia

 Cambridge - Patient committee

 Essex – Chris Dugmore

 Sussex – Brighton – Sam, Lynn and David

 Ireland – Sinead – daughter of patient

 Bournemouth – Tess and Guy

 Manchester - Peter

 Derby/Notts – Janet & Bev



Regional groups - starting

 Birmingham/Midlands ?

 Cardiff/Bristol/Weston Super Mare ?

 Kent ?

 Leeds/York ?

…so….we need people to meet and greet

Support and guidelines available



Importance of local groups
 Opportunity to meet informally

 Exchange experiences

 Organise events locally

 Assist one another, emotional support

 Engage more with local clinical staff

 Raise awareness locally

 Potential for fundraising

 Explaining benefits to clinical teams



How to start a local group?

 2-3 people willing to be involved?

 Use MDS UK guidelines for new groups

 What can you contribute?

 For what do you need help?

 Get 1 or 2 nurses to attend local meetings 

3x year



Agenda

14.30 Grab a tea/coffee/biscuit 

15min break

14.45 Diagnosis of MDS and Treatment options

Q&A opportunity

Dr Justin Loke, Haematologist, QE, 
Birmingham



Immense Thanks 
to all our speakers 

for giving up their saturday

 Naomi, Peter, Susan - total marvels

 Richard, Justin – our amazing last minute 

saviours

Absent helpers: CNS Jade Scrivens, Drs 
Juliet Mills and Manoj Raghavan
All off-sick – wishing them speedy recovery



Special Thanks to
all our sponsors, donors & helpers

 Celgene, Novartis, Janssen

 Foster Denovo

 Waitrose, Asda, Tesco

 All the generous individual donors and 

amazing fundraisers

We could not do it without you !



2015







Thank you for attending –
and participating

Check website – or call us

Take a display poster for your hospital!

BEFORE YOU LEAVE:

Please hand in outside: Evaluation form

Thank you !


